Background and Purpose. The cost of illness in cancer care and the subsequent distress has attracted scrutiny. Guidelines recommend enhanced discussion of costs, assuming this will reduce both stress and costs. Little is known about patient attitudes about cost considerations influencing treatment decisions. Methods. A convenience-sample survey of patients currently receiving radiation and/or intravenous chemotherapy at an outpatient cancer center was performed. Assessments included prevalence and extent of financial burden, level of financial distress, attitudes about using costs to influence treatment decisions, and frequency or desirability of cost discussions with oncologists. Results. A total of 132 participants (94%) responded. Overall, 47% reported high financial stress, 30.8% felt well informed about costs prior to treatment, and 71% rarely spoke to their oncologists about cost. More than 71% of patients did not want either society's or personal costs to influence treatment, and this result did not change based on degree of financial stress. Even when asked to assume that lower cost regimens were equally effective, only 28% would definitely want the lower cost regimen. Patients did not believe it was the oncologist's duty to perform cost discussions. Conclusion. Even insured patients have a high degree of financial distress. Most, including those with the highest levels of distress, did not speak often with oncologists about costs and were strongly adverse to having cost considerations influence choice of regimen.The findings suggest that patients are not cost sensitive with regard to treatment decisions. Oncologists will require improved tools to have meaningful cost discussion, as recommended by the American Society of Clinical Oncology. The Oncologist 2015;20:1199-1204
INTRODUCTION
Increased attention is being paid to cancer care cost of illness, with regard to both society at large [1, 2] and the impact on individual patients' financial wellness [3, 4] . Several overlapping or related terms have been used to describe the financial impacts of cost of illness on individual patients with cancer. Financial burden can be described as the impact that cancer has on personal financial wellness due to loss of family income and/or increased outlay of out-of-pocket medical and nonmedical expenditures [3] . Financial stress or distress conveys the extent of worry, anxiety, or anguish about financial decline, either anticipated or actually experienced. Such distress is correlated with poor patient satisfaction [3] , higher rates of depression [5] , and noncompliance [6, 7] . Financial toxicity is a newer term [8] analogous to the physical harm of treatment-related organ toxicity. It reflects recognition that there is a financial harm related to rendered treatments. Integral to this idea is that financial toxicity might be modified by choosing tests, procedures, and therapies with more consideration of a patient's financial burden [8] .
In recognition of these issues, the American Society of Clinical Oncology (ASCO) has urged earlier and more complete communication about costs between physicians and patients and has prepared resources to help with this dialogue [9, 10] .
Less is known about patient attitudes regarding financial burden, distress, and toxicity and different methods to ameliorate it. Patients desire communication and education about care costs [11] , but surveys suggest that less than 20% actually communicate with their oncologists about treatment costs [12, 13] . Moreover, even with a documented desire to communicate about costs of care, many questions about the best way to communicate remain unanswered.We sought to gain a greater understanding of what patients think about the issue of costs in relation to their own cancer care. We specifically sought to understand whether patients think that their oncologists should do the educating and communicating about costs of care. We also sought to understand whether patients think that costs, either their own or those of society at large, should be weighed in making treatment decisions. The answers to these questions are important to find optimal approaches to ameliorate the multiple dimensions of adverse financial effects.
METHODS
Cancer patients in one of two treatment areas, the infusion clinic or theradiation oncologyclinic ata regional multispecialtycancer center, were recruited by convenience sampling to complete a 30-question survey written in the English language that assessed patient attitudes about the financial burden of cancer care (supplemental online Appendix). The survey used both validated scales and novel items created specifically for this study.The areas of assessment included demographic characteristics, the financial burden of patients' cancer care, the level of financial distress, and attitudes about willingness to consider the cost ofcare in treatmentdecisions.Theinstitutional review board approved this study and the survey questions.
Measures

Participant Characteristics
Participants indicated the type of cancer with which they were diagnosed, when they were diagnosed (month and year), and the types of treatment they had or were receiving. Participants also reported their age, gender, marital status, household income, and health insurance types.
Financial Distress/Toxicity
The Personal Financial Wellness Scale is an 8-item validated scale that assesses participants' perceptions about their personal financial situation [14, 15] . It has been used but not normalized with cancer patients [16] . Each item used a 10-point scale, and mean scores were computed that ranged from 1, indicating overwhelming financial distress, to 10, indicating no financial distress (a 5 .97). Recommended cut points were also used to categorize participants as having high distress (scores ,4.4), average distress (scores 4.5-6.4), or low distress (scores .6.5).
A dichotomous item assessed whether participants had changed their spending habits (e.g., reduced leisure activity spending) as a result of the cost of their care. An additional item asked participants to assess the extent to which they agreed with the statement, "I believe that being sick has/will hurt me financially," using a 5-point scale that ranged from 1, indicating strongly disagree, to 5, indicating strongly agree. A similar item was used by Head and Faul in their socioeconomic well-being scale for persons with cancer [17] .
Patient-Doctor Communication
Participants provided a response using a 5-point scale ranging from 1, indicating rarely, to 5, indicating very frequently, to describe how often they talked with their oncologist about the cost of care. In response to a follow-up question, they indicated their top reason for not discussing the cost of care, choosing from a list that included six options: "I don't think that's her/his job," "There is not enough time during clinic visits", "I don't want my doctor to think less of me," "I don't want my doctor to change therapies because of cost issues," or "I don't think the doctors are concerned about this aspect of care."
Participants also indicated on a 5-point scale how wellinformed they were about the cost of care at the start of their cancer treatment and whether they believed that information on personal financial costs of cancer should come from their oncologist.
Attitudes About Cost of Care
Three items assessed patients' attitudes about considering the cost of care in treatment decisions, using a 5-point scale.These items were developed especially for this study, initially by a multidisciplinary group of experienced clinicians consisting of oncology physicians, nurses, social workers, and current patient advisers not currently under treatment. The survey was modified after the first eight patients provided feedback. These questions read as follows: "My personal financial situation should be a major factor in deciding among treatment options," "Overall costs to society should be a major factor in deciding among treatment options," and "If there were more than one treatment plan that were roughly the same in terms of effectiveness, I would want my doctor to prescribe the less costly one for me."
Data Analysis Strategy
All reported analyses were conducted in Stata version 13 (Stata Corp., College Station, TX, http://www.stata.com). We examined the prevalence of financial distress and then used generalized linear models specifying robust standard errors to test whether participant characteristics and facets of patient-doctor communication were associated with the level of financial distress. For dichotomous outcome variables, a Poisson distribution with a log link was specified. We tested the associations between financial distress and patient attitudes about considering the cost of care using the same analytic approach.
RESULTS
A total of 140 patients were approached, and 132 patients provided completed surveys (94%), including 8 that were completed several days after the survey was provided. Table 1 contains the demographics and characteristics of the 132 respondents. Not all patients answered every question. Most (73%) had been originally diagnosed with cancer in the previous year. Nearly all participants had some form of health insurance. Mean and median out-of-pocket costs were $938 and $250 monthly, respectively (range: $0-25,000).
Extent of Financial Burden and Prevalence of Financial Distress and Toxicity
The average financial distress score was 5.11 (standard deviation 2.77), which reflects just slightly more distress than ©AlphaMed Press 2015
The Oncologist ® the general population, the mean score of which has been reported as 5.7 [15] . Nearly half of participants (47%) reported high levels of financial distress, as measured by the Personal Financial Wellness Scale. Consistent with this result, 50.4% of participants agreed or strongly agreed that being sick had hurt them financially, and 52.3% had changed their spending habits as a result of their treatment costs. A smaller proportion, 6.1%, had reduced medication adherence because of costs. Onequarter (25.8%) increased their debt, 22.0% became delinquent on personal bills, and 1.5% declared bankruptcy. Men were marginally more likely than women to agree that being sick had hurt them financially (b 5 0.48; p 5 .085; 95% confidence interval [CI]: 20.068 to 1.04). Those with higher incomes were less likely to agree with that statement (b 5 20.35; p , .001; 95% CI: 20.53 to 20.18). Marital status, insurance type, treatment type, and age were not associated with the perception that being sick had hurt them financially (p . .10 for all).
Prevalence of Feeling Well Informed and Discussing Costs With Oncologists
A minority of participants (30.8%) felt well informed about the costs of their cancer care prior to receiving treatment; however, most participants (73.1%) rarely talked to their primary oncologist about their own cost of care. Although men talked to their oncologist more frequently than women (p 5 .012), they were not more likely to feel well informed about costs than women. Indeed, there were no differences in feeling well informed with regard to age, gender, type of treatment, or income (p . .20 for all).
Controlling for gender and income, those who did feel well informed were less likely to report that the cost of care had hurt them financially (b 5 20.19; p 5 .027; 95% CI: 20.36 to 20.021). Informed participants also had higher financial wellness scores (i.e., less financial distress; b 5 0.38; p 5 .028; 95% CI: 0.041-0.73). Consequently, although few participants felt informed, those participants who did report feeling informed about their costs of care were less likely to report high levels of financial distress.
Patient Preferences for Discussing Cost of Care With an Oncologist
Only 20% of participants agreed that they should receive information about the costs of their care from their oncologist. The likelihood of agreeing with this item was not associated with participant characteristics, such as gender, age, marital status, income, and treatment regimen (p . .20 for all).
Inaddition,thebelief thatit was"nottheoncologist'sjob"was the top cited reason for not discussing the cost of care with their oncologist; however, patients with lower financial wellness were more likely to cite alternative reasons, such as concern about the doctor thinking less of them or concern that their doctor might alter their treatment regimen (risk ratio 5 1.36; p 5 .005; 95% CI: 1.10-1.68). Other participant characteristics were not associated with any particular reason for not discussing costs. Figure 1 shows patient attitudes about modifying treatment based on costs stratified by degree of financial wellness.
Patient Attitudes About Modifying Treatment Regimens Based on Costs
Few participants wanted their own personal financial situation (11%) or costs to society (10%) to be factors in deciding among treatment options. Financial wellness status was not associated with the likelihood of wanting one's own personal financial situation to be a factor in treatment decisions (p 5 .22); however, lower financial wellness was associated with a lower likelihood of wanting costs to society to be a factor in treatment decisions (b 5 20.11; p 5 .018; 95% CI: 20.20 to 20.019). Even when told to assume that lower-cost regimens were of equal effectiveness, only 28% of patients would want a lower-cost regimen to be prescribed.
Participants'responsesonthethreequestionsaboutmodifying regimens based on costs were highly correlated (r . .35 and p , .001 for all), suggesting consistency in their beliefs that the cost of care should not be considered, regardless of whether these costs are to themselves, to society, or considerations when deciding between two effective treatment regimens.
DISCUSSION
That cancer care is associated with high financial burden for patients is not a new observation; however, the reframing of high out-of-pocket costs and the resulting distress of patients as a side effect or toxicity of cancer care [8, 18, 19 ] is a more recent and much-welcomed realization.The prevalence of this problem has been documented in different clinical settings, including some outside the U.S. [20, 21] . Our results on the prevalence and severity of financial distress and the use of costcoping strategies among this insured population are similar to data gathered by previous surveys in different clinical populations. Zafar et al. [22] reported on an insured population, three quarters of which had requested drug copay assistance. They reported that 42% of patients noted "significant or catastrophic" financial burden, 46% cut back on other spending, and a similar percentage were forced to reduce savings to pay out-of-pocket expenses. Bestvina et al. [12] found that 27% of patients used one or more types of medication nonadherence to reduce costs. Our findings on patient attitudes about costs indicate that patients do not desire to have treatment costs-either society's or their own-influence treatment decisions. This preference holds true regardless of the degree of financial distress (Fig. 1) . Even when cheaper alternatives were described as equally efficacious, only one patient in four desired the lower-cost therapy, and this proportion was unaffected by patients' levels of financial distress. Even those with higher levels of financial distress reported a strong and pervasive desire not to have costs considered in choosing therapies.
To our knowledge, only one other study has addressed the issue of patient attitudes about treatment regimen selection based on personal or societal costs. Our results are similar to those of Bullock et al. [23] , who found that a minority (34%) agreed or strongly agreed that personal out-of-pocket costs should be considered in treatment decisions, and even fewer The Oncologist ® (24%)feltthesamewayabout societalcost burden.Thesefindings indicate that patients, even financially distressed patients, are not cost sensitive in their approach to treatment decisions.
It is unclear why such attitudes exist even among those who have a high level of financial distress. There may be a bias among patients toward newer and more expensive therapies. The same phenomenon exists for many consumer products and luxury goods, for which consumers infer information about the value of a product or service from its cost. In addition, advertising, both of cancer treatment programs and of cancer medications, may play a role in reinforcing this bias [24] . Another bias may exist in the belief that there is a single best therapy that exists for the condition that is desirable regardless of cost, an assertion that is only sometimes true. Patients may prefer expensive newer therapies if they anticipate suffering regret if their cancer worsens after lower-cost therapy.
Our findings also confirm the low frequency of cost discussions reported by patients. Although 47% of oncologists indicated that they "always or frequently" discuss costs [24] , patient surveys indicate this happens less than 25% of the time [11, 23, 25, 26] .
In contrast to other work [11, 23] we found that patients were willing to have cost communication with other people in other roles and do not necessarily desire it with their physicians, most often because the patients do not think it is the doctor's job to do so. Among patients with low financial wellness, an interesting feature of avoidance is the fear that the doctor will think poorly of them or that the regimen might be modified to their detriment.
These findings place in new light the expert ASCO guideline statement on cancer costs [11] and other recommendations including financial counseling as an integral part of cancer care [27] . Whether or not patients desire this dialogue with their physicians, the finding that patients may not be cost-sensitive in their treatment decisions means that ameliorating financial toxicity through better pretreatment cost disclosure and shared decision making may be harder than envisioned. These data behoove the oncology community to develop and test better tools that explain the complex interactions of cost and clinically meaningful outcomes. In addition, more research is critical to understand what factors influence patient attitudes and beliefs about clinical benefit and cost.
Our study is limited by the fact that it was an English language tool only and was completed exclusively by outpatients undergoing active therapy. Patients who were on oral therapy only or those who had completed active treatment were not approached; therefore, some patients may not have been experiencing the full financial impact of care at the time of the survey. In addition, we did not follow patients longitudinally to see if financial distress changed over time or if it correlated with duration of active therapy. Others have shown that financial burden can be long lasting [28, 29] . As such, this work and other research like it should be viewed as a "snapshot" of patient attitudes. Patients at different points in their treatment plan or life expectancy might offer different opinions. A convenience sample will identify a blend of such factors. In addition, most patients completed the survey in a single setting during a clinic visit, so they may have estimated-perhaps imprecisely-their out-of-pocket costs from memory rather than based them on personal financial records. Finally, responses to surveys are known to be influenced by subtle alterations in the order of questions or the ranking of responses [30] , and this may account for some of the differences between our results with regard to lack of interest in discussing cost with oncologists and the results of other studies.
